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Epilepsy is a disorder associated with significant psychosocial morbidity, and the effects of a stigmatizing condition 
upon the everyday life and adjustment of young people is not known. The study involved in-depth interviews with 
24 young people (15 females, 9 males), aged between 13 and 25 years, all of whom suffered from epilepsy and 
attended outpatients clinics. The important issues raised included the finding that a large proportion of the sample 
(71%) reported having been the victims of prejudice, especially bullying and teasing while they were at secondary 
school. Additionally, many subjects were critical of the medical profession and support services for people with 
epilepsy, complaining that they were not meeting their needs appropriately. Most subjects reported feelings of 
apprehension about telling others about their epilepsy, especially members of the opposite sex, and potential 
employers. Most described supportive, positive relationships with their families and close friends, and parental 
overprotection was rarely reported by them as being a significant problem. In addition, an estimate of subjects' 
adjustment to epilepsy was obtained which appears to indicate that the majority were coping well with their 
condition, even though it may have been resented by some of them. 
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INTRODUCTION 
Epilepsy is thought o affect between 0.5-1% of 
the population I, but, despite up to 70% of people 
with epilepsy achieving remission within five 
years 2, its impact on the individual may be 
far-reaching, with psychological nd social as well 
as physical effects. Traditionally, epilepsy has 
been associated with stereotyped behaviour pat- 
terns and personality types, (the 'epileptic per- 
sonality' theory3), which, although now widely 
rejected by the medical profession, may still 
linger on in the private perceptions of lay people. 
Additionally, despite studies appearing to show a 
gradual improvement in the knowledge of and 
attitudes held by members of the public and 
employers 4"-s people with epilepsy still report 
incidences of discrimination 6. 
Epilepsy can be considered to be an example of 
a stigmatizing condition, and one that sufferers of 
which may be described in Goffman's 7 terms as 
'discreditable' (that is, they have the potential of 
concealing their condition, which is perceived by 
others to be a negative attribute, and one which, 
if it were to be revealed, would result in the 
individual being discredited in the eyes of others). 
Scambler and Hopkins describe stigma occurring 
in two ways in those who possess discreditable 
attributes. Enacted stigma refers to incidences of 
non-legitimate discrimination (such as teasing), 
and is thought o be somewhat uncommon among 
people with epilepsy 8, whereas felt stigma de- 
scribes the individual's ense of shame towards 
their condition, and the consequential fear of 
enacted stigma s , which is believed to be much 
more prevalent. Felt stigma may result in the 
individual coping by concealing the diagnosis 
from others 6"8'9 The issues of when and to whom 
to reveal the diagnosis therefore may be particu- 
larly salient, especially with respect to the peer 
group and employers 8. 
Adolescence and early adulthood is a time of 
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life associated with considerable psychological 
and social development, with family and peer 
relationships becoming increasingly important 
issues I°. Various life events (such as the develop- 
ment of a chronic illness) occurring at this age 
may therefore have strong influences upon the 
individual's identity and self-image, and may lead 
to behavioural and psychological problems, con- 
ditions affecting the central nervous ystem being 
particularly implicated tH3. Having to visit the 
doctor regularly, taking medication with all its 
side-effects, and having to be absent from school 
due to ill health all have the potential to mark out 
the young person with a chronic condition. 
Epilepsy in particular, because of its associations 
with stigma and psychosocial morbidity, may 
cuase young people with epilepsy to feel set apart 
from their peers, and the existence of such a 
condition at a time when peer acceptance is so 
vital may lead to resentment, frustration and 
problems with adjustment to and management of
their epilepsy. 
Young people with epilepsy may also face 
difficulties in other areas of life, and the effects of 
their epilepsy upon relationships within the 
family may be particularly important. It has been 
shown that children with epilepsy are at particular 
risk of overprotection from parents tn'~s, who, 
perceiving epilepsy as a negative attribute, act as 
'stigma coaches', and attempt to conceal the 
child's epilepsy from the world at any price 6'9"t". 
In addition, relationships with the opposite sex 
become increasingly important in adolescence, 
and possible rejection from potential partners 
may be an issue with which young people with 
epilepsy may be particularly concerned. Employ- 
ment also becomes an increasingly important 
concern in this age-group, and adolescents and 
young adults with epilepsy may find that obtain- 
ing employment, as well as itself being a potential 
difficulty, raises the dilemma of whether or not to 
reveal their diagnosis (it has been shown that 
many people with epilepsy believe that their 
epilepsy may act as a barrier to getting a jobS't7). 
Although there have been a number of articles 
published which have investigated young people's 
perspectives of chronic illness ~2"~8"1'J, few have 
used qualitative methodology, and there is a lack 
of studies that aim to document the experience of 
stigmatizing illness. Those that have done so, 
however, have given encouraging results, with 
few young people reporting that their lives were 
greatly disrupted by their condition. It was 
therefore decided to conduct a study, using 
qualitative methods, to explore the issues 
affecting young people with fairly significant 
epilepsy who were attending outpatients clinics, 
rather than simply looking at those who had been 
discharged to the care of their GP. The study was 
carried out from September 1994 to May 1995 
inclusive. 
PATIENTS AND METHODS 
The use of qualitative methods to explore the 
issues in the study seemed an appropriate choice. 
Qualitative research attempts to provide an 
insight into people's experiences, beliefs and 
concerns, using semi- or unstructured interviews, 
and by the interpretation and discussion of the 
verbatim material generated. Because qualitative 
analysis aims to study social phenomena, nd the 
social meaning of conditions, quantitative 
methods may not be suitable and the use of a 
questionnaire may prevent subjects from provid- 
ing spontaneous, individual, richly descriptive 
answers. Data generation in qualitative research 
is based on the analysis of tape-recorded inter- 
views with subjects, using an interview schedule 
as a guideline. 
Leicestershire Health Authority Ethics Com- 
mittee and patients' consultants' permission were 
obtained in October 1994. Patients attending 
either the adult epilepsy clinic or the paediatric 
neurology clinic at the Leicester Royal Infirmary, 
(a teaching hospital in central Leicester), were 
considered to be eligible for inclusion in the study 
if they fulfilled the following criteria: 
(1) aged between 13 and 25 years, 
(2) had epilepsy, and no other serious comor- 
bidity (such as learning disabilities), 
(3) attending outpatients clinics at the Leicester 
Royal Infirmary for their epilepsy (rather 
than having been discharged to their GP). 
The suitability of subjects was determined from 
outpatients clinic databases and the patients' 
hospital medical notes. Each patient's personal 
details (including details of their type and cause 
of epilepsy, and their therapeutic regime), were 
then recorded onto a confidential Personal 
Computer File. Those individuals who fulfilled 
the inclusion criteria were contacted by post and 
sent a consent form, to be returned by freepost o 
the researcher. Non-responders were sent a 
further letter three weeks later. Those patients 
who consented to participate in the study were 
interviewed in clinic (using an interview schedule 
developed during the project) after their out- 
patients appointment, if applicable, with the 
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option to be interviewed at home if they 
preferred. The interview schedule was designed 
to be flexible so that different subjects could 
discuss the issues that were especially relevant for 
them. 
The designated interview time period was from 
November 1994 until March 1995, inclusive. 
However, some of those who fulfilled the 
inclusion criteria above were found to have 
outpatients clinic appointments outside the inter- 
view time period; they were also invited to be 
interviewed, either at home or in clinic, at a time 
and date suitable for them. 
All interviews were tape-recorded, transcribed 
onto a word processor and analysed by the 
researcher, and the analysis of the verbatim data 
was moderated by the project supervisor, Dr C. 
Haslam. Analysis was carried out by sorting the 
verbatim material into key thematic ategories, 
using the interview schedule as a framework. 
RESULTS 
In all, 48 patients attending either the adult 
epilepsy clinic or paediatric neurology clinic were 
contacted, all of whom fulfilled the aforemen- 
tioned inclusion criteria. Of these 48, 29 (60%) 
consented to participate in the study, of which 24 
were in fact interviewed (three of those who 
consented to be interviewed id not attend at the 
agreed time, and two did not reply to letters 
asking them to suggest a suitable time for their 
interview). Fifteen of those who were interviewed 
were female, and nine were male. 
Figure 1 shows the distribution of the sample 
group by age and sex, showing the uneven spread 
of subjects within the age-group. Age at onset of 
seizures varied, although 54% of the subjects had 
been aged between six and twelve. The majority 
of the respondents (71%), had not been given a 
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Fig. 1 : Distribution of ages by sex. D, Female; I ,  male. 
cause for their epilepsy. Of the remainder, 
encephalitis was responsible for three cases, and 
cerebral pathology and neonatal factors, two 
each. Eleven subjects were described by their 
consultants as having complex partial seizures 
with secondary generalization, seven had 
complex partial seizures without generalization, 
five had primary generalized tonic-clonic 
seizures, and one had simple partial seizures. 
Estimates of seizure frequency among the study 
group depended on the subjects' perceptions of 
how often they had a seizure. Half of the 
respondents reported having, on average, 
between one to four seizures a month, and the 
rest varied, between more than one a week to less 
than one a year. 
Although attempts were made to control for 
confounding factors, such as learning disabilities, 
five subjects had such problems (four males and 
one female), although three of these, (two males 
and one female), could participate appropriately 
in interview, and four had parents accompanying 
them who contributed helpfully. 
Experiences of prejudice 
Prejudice and discrimination appeared to be 
issues with which nearly every subject had to 
cope, and 71% of the respondents reported some 
kind of negative reaction. Prejudice was most 
often encountered from the peer group, espe- 
cially when the subjects were at school. Twelve 
subjects reported having been bullied at school 
(ten of whom had had seizures in the classroom), 
although once having left school, the experiences 
of enacted stigma seemed to decrease markedly, 
with far fewer incidences being reported. It also 
appeared that stigma was particularly evident and 
overt at secondary school, as opposed to primary. 
Verbal teasing was the most common form of 
prejudice ncountered, such as name-calling and 
jeering, and had often been very distressing for 
the respondents. Few subjects had felt able to 
inform their teachers of any except the most 
malicious incidents, and so tended to suffer in 
silence. Although several subjects reported that 
once they had left school, they had found people 
to be far more understanding, some still described 
older, more mature adults as possessing negative 
attitudes towards their epilepsy. Subjects either 
reacted to these incidents with anger and 
frustration, or with great distress. One 23-year- 
old female interviewee commented: 'We'd get 
talking, and obviously ou get onto the subject of 
"Well, do you drive?" and I always feel, "Well, 
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do I tell them the truth or not?" Sometimes, I've 
felt I could tell them the truth, and then that'd be 
it, they'd never speak to me again, I wouldn't see 
them again, I'm assuming that that would be why, 
'cos there's never been any other reason why they 
shouldn't.' 
Subjects were asked why, in their opinion, 
people did react in a negative way towards those 
with epilepsy. In many cases, the explanation 
given was either that those prejudiced were afraid 
of epilepsy, or ignorant, or both (i.e. they were 
afraid because they were ignorant). Some of the 
respondents pointed out that negative reactions, 
and overreactions from others were common 
after a publicly witnessed seizure because the 
sight of someone having a fit was distressing and 
because witnesses did not know how to help, 
thinking that the person was either dying or 
drunk. Two-thirds of the subjects-also com- 
mented that, in general, epilepsy was not talked 
about among the population, and that, because of 
this public unwillingness to confront and under- 
stand what epilepsy was, the old attitudes lived 
on. In the opinion of several of the respondents, 
improving the population's understanding of 
epilepsy, in order to change attitudes and 
challenge misconceptions, was vital. One 25-year- 
old female subject commented ' . . .  it's not talked 
about enough, if you understand, you know 
i f . . .  you talk about cancer or Down syndrome, 
everyone knows what that is, but you mention 
epilepsy to a lot of people, and it's just as if you'd 
gone mad, they haven't got a c lue. . ,  they almost 
look as if it's catching... ' .  
Experiences with parents 
Among the group of respondents, the over- 
whelming impression given was that, although 
parents were concerned and inclined to want to 
protect their children, they nevertheless allowed 
the child to develop their own independence, and 
personal responsibility, where possible and within 
reason. In addition, the subjects' parents were 
reported as being generally calm, practical and 
not overdramatic when seizures occurred; others 
described very open relationships with their 
parents, and were able to discuss aspects of their 
lives, including their epilepsy, quite easily with 
them. In short, in only two cases had the subjects' 
relationship with their parents, with respect to 
their epilepsy, been of major concern to them. 
Parental reactions to the diagnosis had varied, 
with some parents being described as being 
realistic and pragmatic, while others had been 
more upset. Respondents commonly recalled that 
one parent, (usually the mother) was more 
anxious, and as a result they often turned to the 
less worried parent (usually the father) for 
support and advice. In the majority of cases, the 
respondents' parents did not restrict what their 
children did socially, or they tried hard not to, 
with only occasional intervention, the main 
exception being swimming. Going out at night, 
however, especially if it involved drinking alcohol 
or going to night clubs, or being with friends who 
were not 'in the know' often led to conflict, and 
frustration with parental overconcern was most 
frequently described by those respondents in 
their mid- to late-teens, or, in older subjects, as 
having been more a problem at that age. 
However, in most cases, subjects' parents were 
described as being supportive, and understand- 
ing, and one 25-year-old female subject remarked 
that her stepfather had always encouraged her to 
make the most of her life and not be limited by 
her epilepsy: 'My dad said to me one day, "You 
haven't got an arm or a leg missing, you know, 
you can do everything you want . . ,  so why are 
you sitting at home doing nothing?"' 
The response of the peer group to the subjects' 
epilepsy 
Nearly all the subjects reported that their close 
friends knew about their epilepsy, although five 
remarked that their friends had been particularly 
alarmed both by the diagnosis, and by the 
witnessing of a seizure. Only one subject, a 
15-year-old male, had told none of his peer group 
at all, fearing a negative reaction were he to do 
so. Many of the respondents did not tell their 
friends at once, but waited for a suitable time and 
for their friendship to be established first. In some 
cases, the interviewees' epilepsy had only become 
known about after a seizure that their friends had 
witnessed, and so the majority of respondents had 
engaged in what Schneider and Conrad 2° term 
'preventive telling', which involved explaining 
about their epilepsy to their friends before a 
seizure could occur, in order that they would not 
panic, know what to do, and presumably also to 
prevent unfair judgments hould a seizure occur. 
One 15-year-old female respondent had tried 
hard to educate her friends about epilepsy: 'At 
first, they didn't really know what it was, but I 
gave them leaflets to read and I said, "Read 
these, and they'll help you out, if ever I'm out and 
I do have a fit, you know, you know what to do," 
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and they said, "Alright, fair enough," so that's 
what they did.' 
The friends' immediate reaction to being told 
of the subjects' epilepsy varied. Quite often, 
because only close friends, who were likely to be 
supportive, were told, they were helpful, practi- 
cal, calm in the event of a seizure, and went out of 
their way to help. Most subjects also felt able to 
keep up with their friends socially, and few 
reported incidences of having been left out of 
group activities because of their epilepsy. None 
believed that their friends had encouraged them 
to take risks in their behaviour, and many 
enjoyed going shopping, playing sports, and 
attending pubs and night clubs with their peer 
group. Most considered themselves as normal 
members of their peer group, although 15 
subjects commented that not being permitted to 
drive, and nine that not being able to drink 
alcohol did mark them out as different, and that 
both these limitations did cause them frustration. 
Although the above results ound encouraging, 
they do only describe the reactions and behaviour 
of the respondents' close friends, who were likely 
to have stood by them in any case. It is worth 
considering that seven of the subjects had only 
these loyal friends that they could count on as 
freinds at all, and most of these went on to imply 
that this was certainly, in their opinion, a 
consequence of their having epilepsy. In addition, 
four subjects felt that, although they did have 
friends, they could not have told any of them 
about their epilepsy because they would have 
been rejected. More positively, all those who had 
suffered badly at school found that they had no 
difficulty initiating and maintaining at least some 
friendships once they left school, and few 
respondents commented that they felt different 
from their peer group at the time of the interview 
because they had epilepsy, several stressing that it 
was a prerogative in maintaining friendships that 
they were not treated any differently by those 
they knew. 
Relationships with the opposite sex 
As far as this issue was concerned, subjects 
seemed to fall into one of two distinct groups: 
those who had had trouble developing boyfriend- 
girlfriend relationships, and those who had not. 
Among those that had, there were some (three 
women) that had married and settled own with 
the first person they went out with, and three 
others commented that the absence of a partner, 
when all their friends were paired off, made them 
feel left out. Many of the interviewees mentioned 
that they had been very nervous of telling a 
potential partner, for fear of being rejected, 
which did not seem to be so much of a problem 
when telling those who were merely potential 
friends. One 23-year-old female subject re- 
marked: 'Recently I moved in with my boyfriend, 
and obviously I had to tell him, and that's the one 
thing that did scare me, when you have a close 
relationship with someone...  He just sat there, 
and went, "So?" he was very good about it, 
unbelievably good. You know, when they say, 
"Oh, it doesn't bother me," you can't believe that 
they've said it, and I find that I'm always asking 
him, "'Does it bother you?" because I can't 
believe that it doesn't, 'cos so many people are 
bothered by it.' 
Although negative reactions wer.e discussed on 
a number of occasions, and had invariably been 
upsetting, many subjects commented that in most 
cases, potential and actual partners had been far 
more understanding than they had anticipated. 
Experiences of the medical profession 
Most respondents described experiences that they 
had had with their hospital doctors, and only one 
respondent discussed her GP. Although eight 
subjects (33%) described their doctors as having 
been helpful, offering advice, and encouraging, 
others were critical. Main criticisms included the 
complaint that doctors did not discuss or explain 
the subjects' diagnosis or condition adequately, 
especially when the subjects were younger, and 
that doctors seemed overly concerned with the 
medical management of the respondents' condi- 
tion, at the expense of giving practical advice 
about living everyday with epilepsy. Some sub- 
jects remarked that they had known little about 
epilepsy when they were diagnosed, and their 
present knowledge of the condition had been 
largely gained by their own efforts, rather than 
from the information imparted to them by their 
doctors. One 20-year-old male respondent com- 
mented: "That's what I'm annoyed about really, 
'cos I've felt, every time I come here, [to the 
clinic] that I know they do their best, but it's just I 
feel as if I'm being palmed away a bit, and I feel 
as if they're using me as a bit of a guinea-pig, 
putting me on loads of new medication.., and I 
feel as if I'm getting nowhere.. ,  sometimes it's 
not worth coming, because I get the same story 
every t ime.. ,  they say, "Oh you might not get 
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any more . . ,  so come back in two months and 
we'll see how you are then."'  
Three respondents also mentioned a lack of 
continuity in their management, and complained 
that the rapid turnover of staff meant that they 
never saw the same doctor twice, nor achieved a
satisfactory relationship with them. In addition, 
some subjects were ignorant of basic facts about 
epilepsy, such as the change (in 1994) in the legal 
requirements for driving. 
Experiences of support groups 
Social and support groups for people with 
epilepsy are active in Leicester, and are keen to 
attract younger members. However, although 
three subjects were members of the British 
Epilepsy Association, and appreciated the advice 
and information given, and two were members of 
support groups in their home towns, no other 
subjects were interested in joining an organized 
group in Leicester. The reasons given by the 
respondents for their refusal to join included the 
commonly-made comments that such groups 
were irrelevant to their lives, and that these 
groups tended, in their experience, to emphasise 
the negative aspects of having epilepsy. Many of 
the subjects did not want to be associated with 
those who were having problems with their 
epilepsy, preferring instead to emphasise their 
normality by socializing with those who down- 
played the fact that they had epilepsy, and who 
treated them as normal. One 20-year-old male 
respondent remarked: 'At college they had a day 
where everyone wi th . . ,  illnesses and disabilities 
could go and meet, but I never turned up . . .  I'm 
not being elitist or anything, but I didn't want to 
be associated with that . . .  "cos what I try doing is 
forget about it and pretend it's not there, even 
though it is, I try to get on with life as well as 
possible.' 
Despite their unwillingness to be involved with 
those who were more handicapped than they 
themselves, some commented that they would 
have appreciated being able to talk to others with 
epilepsy of their own age, to learn how others had 
coped, and to be encouraged that it was possible 
to live a normal life with epilepsy. 
Experiences of employment 
Another very significant issue for the majority of 
the interviewees was that of employment. Of 24 
subjects, four (three females and one male) were 
in full-time employment at the time of the 
interview, nine (four females and five males) were 
still at school or in higher education, four female 
subjects were housewives, looking after young 
children, and seven (four females and three 
males) were unemployed. Seventeen respondents 
(71%) commented that having epilepsy made 
getting a job more difficult, either from personal 
experience or thinking prospectively. Many of 
them recalled having beeh forced to send, in some 
cases, literally hundreds of application forms, 
others that they had been dissuaded or prevented 
from choosing careers they wanted because of 
their seizures. Five recalled incidents where they 
had been invited for interview, but that at the 
mention of their epilepsy, the interviewers seem 
to lose their interest, and they nearly always 
failed to get the job. Many of the respondents 
who described ifficulties while trying to obtain 
employment remarked that in most cases, their 
epilepsy had been the main reason why they had 
not succeeded, and a lack of success had led seven 
of them to conceal their diagnosis on application 
forms. 
However, a few subjects reported sympathetic 
interviewers, and when they did finally obtain 
employment, they generally had few problems in 
coping with it. Many of them described having 
been obliged to educate colleagues and em- 
ployers, but went on to report that fellow staff 
were usually understanding and helpful when 
seizures occurred. Some interviewees remarked 
that the reason why they had been unsuccessful 
with some of their applications was that, in times 
of high unemployment, firms would rather take 
on people without health problems. Employer 
ignorance was also blamed for perceived dis- 
crimination against the respondents in their 
attempts to obtain work. 
Feelings about living with epilepsy 
None of the respondents had purely passive, 
neutral feelings towards their epilepsy. All 
reacted in some way to living with the condition, 
whether it was with anger, frustration or worry, or 
with hope and confidence. Although many of the 
respondents described having had problems 
coping with their epilepsy in the past, over 
two-thirds of them commented that their lives at 
the time of the interview were greatly disrupted 
by it. One female respondent, aged 15, remarked: 
'That's what I do, I try not to let it run my life, 
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that's what my mum says to do, and I try to just 
forget about it, I go out with my friends a lot, and 
just feel like a normal person, I don't feel like a 
different person to everybody else, 'cos I know 
I'm normal.' 
Several subjects tressed the importance of 'just 
being yourself' and not being ashamed of having 
epilepsy, and that other's attitudes towards them 
seemed to be improving. A number felt that with 
growing acceptance of their epilepsy came in- 
creasing openness about it to others, and greater 
self-confidence to cope with any negative reac- 
tions encountered. As time passed since diag- 
nosis, some of the interviewees' initial fears and 
misconceptions about epilepsy had been dealt 
with, and with increasing knowledge about what 
epilepsy was, and how it was realistically going to 
affect them, came a more acquiescent, optimistic 
outlook. 
The acceptance of the subjects' condition did 
not mean, however, that it was not resented, and 
some of them felt that having epilepsy embar- 
rassed and ashamed them, especially when they 
had seizures in public. Difficulties in concentra- 
tion and perceived intellectual slowing-down 
were discouraging for four of the respondents, 
and others commented that they found people's 
ignorance frustrating, intimating that they could 
cope quite well with their epilepsy if it were not 
for the limitations imposed on them by others. 
These subjects also stressed that encouragement 
to succeed was vital, and had not, in their cases, 
been always forthcoming. Other respondents 
commented that having epilepsy made them feel 
sad and angry because of the discrimination to 
which they had been subjected, and a few also 
found that thinking of what they could have 
achieved had they not developed epilepsy, was 
particularly distressing. One 25-year-old female 
subject remarked: 'It ruins your future, it 
completely ruins your future.. .  I just wish I 
didn't have it, you just feel angry, you think, 
"Why should it be me?", you know, why do you 
have to have these things and can't control them 
fully?" 
Many of the interviewees did feel that having 
epilepsy had changed their lives in some ways, 
and although the prevailing attitude of the group 
appeared to be a positive one, there were five 
subjects who felt very bitter towards it, living in 
constant fear and dread of having a seizure, and 
of being rejected as a result. A desire for a 
normal, epilepsy-free life was often alluded to by 
these subjects, as if they could not live a 'normal' 
life if they had seizures. Interestingly, these were 
often respondents who seemed to have been 
more successful socially, and who had fewer 
seizures. Perhaps they felt as if they had more to 
lose by having epilepsy. 
Fears about living with epilepsy 
Despite the worries and negative feelings of these 
particular subjects, however, few others actually 
mentioned any fears concerning their epilepsy, 
and apprehensions they did have tended to be 
unique to them, and to their form of epilepsy, 
rather than conforming to a pattern. Worries 
about their ability to have children, especially 
with respect o their likelihood of conceiving, and 
caring for their children, were held by three of the 
female subjects, all of whom were aged 16 or 
below. Fears of personal injury were quite often 
voiced by those who had previously hurt them- 
selves in a seizure, and one younger female 
subject, aged thirteen, was especially concerned 
about how her epilepsy would affect her ability to 
travel ater on in life. 
DISCUSSION 
One of the most important findings of the study 
appears to be that the proportion of the sample 
group that had been victims, at some point in 
their lives, of enacted stigma, is much larger than 
expected, based on estimations in the literature. 
The results of Scambler and Hopkins '8 work have 
shown that enacted stigma affects approximately 
30% of people with epilepsy, but the figure 
obtained by this study is much higher (71%). In 
most cases, enacted stigma had taken the form of 
bullying and teasing at school (especially secon- 
dary), although it was also encountered from the 
peer group after having left school. The larger 
number of accounts of bullying reported from 
secondary schools may have occurred because 
either respondents could not recall their ex- 
periences at primary school, or they had not 
developed epilepsy until they were at secondary 
school. Many of the subjects felt that improving 
education about epilepsy (particularly in their 
age-group) would help to combat the fear and 
ignorance that they saw as being responsible for 
much of the prejudice ncountered. Scambler and 
Hopkins 8found that many of their sample group 
felt similarly, and reported that 84% emphasised 
society's lack of awareness of epilepsy, even 
though few in their study had been the victims of 
overt discrimination. These authors go on to 
describe the belief, held by some people with 
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epilepsy, that society is prejudiced against epi- 
lepsy and its sufferers, fears it and is badly 
informed about it, and term this belief the 
'orthodox viewpoint'. It became apparent from 
the interviews that beliefs comparable with the 
orthodox viewpoint were held by many of the 
subjects in this study. 
It could be argued that bullying and teasing are 
more hurtful in adolescence because of the 
vulnerability of the individual's elf-esteem, and 
because of the pressure to conform which exists at 
that age, which may lead to the ostracism and 
ridicule of those who do not fit with the 'norm'. 
However, other suggestions could be made to 
explain why children with epilepsy do appear to 
report more incidences of bullying. The literature 
reports that children (and adults) with epilepsy 
often suffer from low self-esteem 21"2~, and they 
may as a result interpret what are actually 
innocuous comments in a negative way. It could 
also be proposed that young people who do have 
low self-esteem ay recall more incidences of 
prejudice because they expect negative reactions 
from others, in contrast to those without epilepsy, 
who do not. It has been shown that children and 
young people with other health problems are 
more likely to be bullied at school 23, and clearly 
further studies need to be undertaken toestablish 
whether children and young adults with el~ilepsy 
are significantly more likely to be bullied than 
those of the same age with other chronic 
conditions, and those with no health problems. 
Since most of the prejudice is reported as coming 
from the peer group, the general attitudes of 
adolescents and young adults towards epilepsy 
and those who suffer from it need to be 
established, and it would be interesting to 
contrast hose young people who have personal 
experience of epilepsy (for example, in a friend or 
relative) with those who have no such experience, 
to determine whether, and in what way, their 
attitudes differ. 
Although the experience of enacted stigma was 
discussed in some depth with the respondents, a 
measurement of felt stigma was not obtained. 
Measurement of felt stigma often relies on the use 
of a standardized questionnaire, which enables 
accurate assessments of its extent, and allows for 
comparison of different groups. However, it is 
possible to acquire an approximate idea of the 
attitudes held by the respondents to their 
condition, by asking them about their feelings 
about having epilepsy. Felt stigma has been 
reported to manifest i self in an individual in the 
form of attempted concealment of their epilepsy 
from others, and in feelings of shame, embarrass- 
ment and resentfulness towards it 8"9. Schneider 
and Conrad 9suggest that the way that individuals 
cope with their epilepsy depends on their 
personal characteristics, and upon how they 
perceive the world around them, and that 
fundamentally, people are either adjusted or 
unadjusted, although there are different degrees 
of both. The subjects in this study could be 
loosely divided into two equal groups, showing 
'adjusted' and 'unadjusted' adaptation. 
Thirteen subjects, who could be thought of as 
'adjusted' were coping well with their epilepsy, 
and their condition did not seem to have a 
particularly disruptive impact on their everyday 
lives. This group was characterized by a positive 
outlook on their life and future prospects, an 
open attitude towards disclosing their epilepsy to 
others, and also by a supportive family back- 
ground. Most of them reported that they did not 
feel singled out by their friends in any way, and 
that they had rarely experienced a negative 
reaction from anyone they had told. There were 
no apparent associations in this group between 
adjustment to epilepsy and medical and social 
factors, such as age at interview, age at onset, sex, 
type of epilepsy, and seizure frequency. 
Only two interviewees appeared to belong to 
Schneider and Conrad's 9 'unadjusted' adaptation, 
which is said to occur when an individual feels 
overwhelmed by their epilepsy, and which may 
predispose to social withdrawal. Nine other 
subjects, however, gave the impression of show- 
ing some degree of lack of adjustment, in that 
they resented their condition, could only think of 
it in negative terms, and tended to conceal their 
diagnosis from others. The behaviour of this 
group appears to suggest that they were victims of 
felt stigma, in that they feared their epilepsy 
would be perceived as a negative attribute by 
others, which would lay them open to prejudice 
and discrimination. 
It is therefore difficult, because of the qualita- 
tive nature of the study, and the non- 
representativeness of the sample group, to 
suggest an approximate prevalence rate for felt 
stigma among young people with epilepsy. Felt 
stigma is clearly occurring, but what is apparent is
the higher than expected frequency of enacted 
stigma. It does seem that many young people with 
epilepsy are coping well with their condition 
despite being the victims of prejudice at an age 
when it could be most psychologically damaging. 
An encouraging finding is that the majority of the 
sample group, however, had close networks of 
friends, and considered themselves as normal 
members of their social group, although they 
Living with epilepsy 71 
often reported that informing potential partners 
about their epilepsy caused them anxiety. Addi- 
tionally, they mostly reported supportive, open 
relationships with their parents, and overprotec- 
tion did not appear to be a significant issue for 
many of them. It would be of interest to develop a
rating scale for overprotection among children 
and young people with epilepsy, as it is clear that 
such behaviour is not universally present among 
families of epileptic hildren. 
It emerged from the interviews that many of 
the respondents were coping well with their 
condition, and were attempting tomaximize their 
potential for succeeding in life. However, they 
were critical of services for people with epilepsy, 
both medical and community support networks, 
describing them as not meeting their needs 
appropriately. Medical services were seen as 
being too abrupt, leaving little time for discussion 
about issues ignificant for the patients, and other 
studies have also reported dissatisfaction on 
behalf of people with epilepsy with the medical 
care they received ~'24. Such studies have also 
stressed the need for a much more co- 
participatory approach to care, something that 
the respondents in this study would very much 
have appreciated. Jain, Patterson and Morrow ~-5 
remark in their study that many of the people 
they interviewed would appreciate the services of 
a trained nurse specialist in clinic, who could 
spend the time unavailable to a busy doctor in 
answering the questions of people with epilepsy. 
Some respondents commented, that had they 
been told when they were younger, facts about 
epilepsy that it had sometimes taken them years 
to discover, a good deal of unnecessary worry 
would have been avoided. 
In addition, it would appear that support 
services are not targeting this age-group ap- 
propriately, in that few subjects were interested in
attending such a group, perceiving them to be too 
negative in their outlook. Support groups for 
people with epilepsy would therefore do well to 
attempt o recruit young people's advice and 
opinions as to approach the group should take, so 
that they become sensitive to the needs of these 
young adults with epilepsy. Furthermore, from 
many of the interviews it emerged that employers 
interviewing applicants with epilepsy for jobs 
would benefit from ensuring that they are 
well-informed as to the nature of the condition, 
and the limitations (or lack of them) that it 
imposes on the individual. However, some of the 
subjects pointed out, and clearly believed that 
employers, being ordinary members of the public, 
will only possess positive, prejudice-free attitudes 
towards people with epilepsy when the rest of 
society does. 
CONCLUSIONS 
The study has shown, even with a small sample 
such as this, that young people attending out- 
patients clinics for their epilepsy report a high 
frequency of enacted stigma, especially in the 
school environment. Despite this, most describe 
good relationships with their families and close 
friends, and participate in most social activities 
with their peer group, with the exceptions, for 
some, of driving and drinking alcohol. Com- 
plaints were commonly levelled at the medical 
profession for their lack of communication, and 
against support groups, for their lack of re- 
levance. The study has highlighted issues affecting 
young people with epilepsy that warrant further 
quantitative and qualitative investigation; how- 
ever it cannot be said to be representative of
young people with epilepsy as a whole, and not all 
the findings of the study could be reported and 
discussed in detail here. Larger, possibly multi- 
centred and more community-based studies 
would need to be carried out in order to further 
explore the issues raised. 
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